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Abstract 
There are very few studies of mentally disabled adolescents and their parents in the field of quality of life which 
reinforces the need for further investigations. The aim of this study is to identify the determinant variables of quality 
of life perception evidenced not only by adolescents with mental disability, but also their parents/guardians. 
We designed a quantitative, cross-sectional descriptive-correlational study with a non-probabilistic convenience 
sample consisting of 40 mentally disabled adolescents, aged between 16 and 23, mostly male (70%), and a sample 
of 40 parents/guardians, also mostly male (53.8%) with a mean age of 45.98 years. The following are the 
instruments of measurement used: the Kidscreen-52, parents and children version; the Graffar Index, the Family 
Apgar Scale, and a section on the socio-demographic characterization.  
We found that most of the socio-demographic variables and family context are not determinants of the degree of 
perception of quality of life expressed by the adolescents. Those which showed a significant effect, were: academic 
qualifications and family functioning. As for the study of the determinants of quality of life of adolescents perceived 
by their parents/guardians, only the age variable was found to have a significant effect. Moreover, its relationship 
was inversely proportional to the overall score of the quality of life scale and most of its dimensions. 
The evidence found invite to reflect on strategies that will enable us,  with family and guardians, to get greater 
understanding to facilitate the training and information intervention programmes, adjusted to the profile of mentally 
disabled adolescents. 
 
© 2015 The Authors. Published by Elsevier Ltd. 
Peer-review under responsibility of the Organizing Committee of ICEEPSY 2014. 
Keywords: quality of life, adolescents, mental disability, family. 
 
 
 
* Corresponding author. Tel.: +351-232-419100; fax: +351-232-428343 
E-mail address: anandrade67@gmail.com 
© 2015 Published by Elsevier Ltd. This is an open access article under the CC BY-NC-ND license 
(http://creativecommons.org/licenses/by-nc-nd/4.0/).
Peer-review under responsibility of the Organizing Committee of ICEEPSY 2014.
269 Carlos Albuquerque et al. /  Procedia - Social and Behavioral Sciences  171 ( 2015 )  268 – 275 
1. Introduction 
In recent years much has been discussed in several areas – scientific, political, academic and social – regarding 
the demand for better human quality of life. Quality of life (QOL) no longer represents only a life without disease; it 
now represents the search for happiness and personal satisfaction in all aspects of life. Focusing the study on 
disabled people’s quality of life, based on the perspective our current so-called inclusive society dictates, may not 
seem urgent and necessary if assessed superficially, as it has been in recent times. However, this study makes sense 
and is justified because these two universes are intrinsically interlinked – quality of life and disability, with the 
nuance that the field of scientific research and, even within the scope of social analysis and reflection, it is not 
common practice to give the mentally disabled a voice. 
Throughout the years, different definitions of quality of life have been proposed by several authors. Generally 
speaking, we can point out that the term quality of life takes the following aspects into account: psychological and 
social well-being, emotional functioning, health status, functional performance, life satisfaction, social support, and 
standard of living (Katsching 1997, cited in Barros, Gropo, Petribú, & Colares, 2008). We may even say, and 
according to Cummins (2005, cited in Gaspar & Matos, 2008), that quality of life is a construct: (i) 
multidimensional, influenced by personal and environmental factors and the interaction among them; (ii) with 
identical dimensions in all people; (iii) it has subjective and objective components; and (iv) is affected by self-
determination, by the feeling of belonging, by personal resources and the meaning of life. 
Under this assumption, any definition of QOL should include both objective and subjective components, since 
they are both valid indicators. While objective aspects can be measured and observed publicly through measures of 
quantity and frequency, the subjective ones can only be measured through subjects’ responses to a series of 
questions (Cummins, 2005 Lawford & Eiser, 2001; Ribeiro, 2003; Schalock, Bonham & Merchant, 2000; Schwartz 
& Rabinovitz, 2003; Skevington, Lotfy & O'Connell, 2004 cited in Gaspar & Matos, 2008) resulting, therefore, in 
each person’s self-assessment each on their own functionality and capabilities. Hence, quality of life may vary from 
person to person depending on how each one and deals with their context and adversity, even if they have the same 
capabilities (Diener, 2000; Lawford & Eiser, 2001; Seligman & Csikszentmihalyi, 2000, cited in Gaspar & Matos, 
2008). 
Regarding the QOL paradigm, there are four operational characteristics: multifactorial, self-administration, 
temporal variation and subjectivity. Multifactorial means QOL parameters span more than one domain or aspect. As 
for self-administration, this indicates that only person being evaluated can interpret their own QOL. Temporal 
variation says that QOL varies with time, so that particular attention should be paid with regards to evaluation times 
and intervals throughout treatment. Subjectivity indicates that QOL is based on the personal perception of the person 
assessed. It is dependent on their values, beliefs, judgments, preferences, expectations and personal perceptions 
(Schipper, Clinch & Power, 1990, cited in Ribeiro, 2005). In this context, let us highlight that the study focused on 
adolescents lacks a distinctive and methodologically well-structured approach because in this stage of the life cycle, 
as previously mentioned, is characterised by physical, social and psycho-emotional developmental changes. This 
approach must be even more thorough and careful when the adolescent is mentally disabled because we are dealing 
with a population with specific characteristics and needs. This type of population differs from adults, not only by 
physical characteristics, but also by their different perceptions and needs. So, when wanting to assess quality of life 
in these groups, it is necessary to create new tools that fit their reality. Note also that the evolution of questionnaires 
directed to this type of population becoming increasingly focused on children and adolescents and their 
perceptions/opinions. 
In the twentieth century a definition for mental retardation began to become established. This definition referred 
to a below average intellectual functioning, and particularly the difficulty of adapting to the environment (Ballone, 
2003). It is often regarded as reference for evaluating the degree of disabilities, impairments in adaptive functioning 
and not the measure of intelligence quotient (IQ). Adaptive functioning is understood as how the individual faces the 
ordinary demands of life and the degree of personal independence, appropriate to their age group (Ballone, 2003). 
According Ballone, (2007. p. 27), “the person’s adaptive functioning can be influenced by several factors, 
including education, motivation, personality characteristics, social and vocational opportunities, practical needs and 
general medical conditions”. 
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Based on adaptive criteria, rather than the numeric IQ indices, the current classification of mental retardation does 
not consider disability mild, moderate, severe or profound. Rather, it considers the degree of impairment in adaptive 
functioning. The most important involves whether the person with mental disability needs support in communication 
skills, social skills, etc. (Ballone, 2003). According to Ballone (2007, cited in Bozano, 2011, p. 25), “these 
qualitative criteria (adaptive) are much more functional descriptions and more relevant than the quantitative system 
(IQ) in use until now. This new perspective focuses more on the disabled individual, regardless of their IQ score, 
from the point of view of the opportunities and autonomy. This is a qualitative assessment of the person.” 
The qualitative classification system of mental disability shows that many mentally disabled people have no 
limitations in all adaptive skills, i.e. not all need the same support in the same adaptive skills. Thus, we should not 
assume that individuals with mental disabilities cannot learn to take care of themselves, but instead, most mentally 
retarded children can learn many things, reaching adulthood partially and relatively independent, which contributes 
greatly to a better QOL (Ballone, 2000 cited in Rodrigues, 2007). Therefore, mental deficiency is not confined to an 
organic and/or cognitive condition and cannot be defined by a single knowing; it is a question and object of research 
of innumerable areas of knowledge. 
Since mentally disabled people have deficits in adaptive behaviour, they may have poor and fragile social skills. 
In this context, deinstitutionalization and the movement towards integration in the community have contributed to 
demonstrate the importance of social competence in individuals with mental disabilities due to higher participation 
on the part of this population. Social support is thus a very important factor for the social skills of any individual and 
for people with mental disabilities, this factor is particularly important. The mentally disabled person, when not 
living with the family, tends to have a more limited family support or involvement because they have greater 
difficulty in developing and maintaining interpersonal relationships. People with mental disabilities have great 
psychopathological vulnerability, so it is fundamental to reach an accurate clinical diagnosis for appropriate 
intervention with the child/adolescent and their guardians, as well as to conduct studies to justify a practice based on 
the best scientific evidence. 
2. Problem Statement 
There are still very few studies in the field of quality of life with adolescents with mental disabilities and their 
parents, which reinforces the need for further research, particularly in Portugal. Data from 2001 show that the 
number of cases of people with mental disabilities in Portugal had already increased 30 times since 1960 (Campos, 
2002) when there were already 71239 registered individuals with mental disorders. There were 116 males per 100 
females for this type of disability (INE, 2002). We are certain that this exponential increase should be the criteria for 
diagnosis and more accurate and scientifically validated monitoring; but it is nonetheless a disturbing reality. In 
addition to this concern, the social participation of people with mental disabilities can be conditioned by factors 
associated with the disadvantages generated by the disability itself, but also the educational, socio-professional and 
socio-cultural levels of their families, or even by the opportunities available in the society where these individuals 
live. All these aspects can lead to discrimination and may thus influence, directly or indirectly, the quality of life of 
patients with mental disabilities. Accordingly, situations such as loss of family and social contacts, lack of economic 
resources, the deficit social support and autonomy are reasons that continue to disturb parents/guardians and these 
adolescents. Against this background and in line with what Heierie (2004) argued, we can say that this issue should 
raise even greater concern, such that besides the growing need to care for this population and their social support, it 
is necessary to go further: it is imperative to respond to the real problems of that class and also of those who care for 
them. To this end, one way to achieve this is by conducting research to guide us towards surer and more effective 
interventions. 
3. Research Questions 
Based on the context described above and the assumptions of the few Portuguese studies conducted in the specific 
field of perception of quality of life related to health in mentally disabled adolescents, we express our problem with 
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the following research question: “What are the socio-demographic and family determinants of the perception of the 
quality of life of mentally disabled adolescents and their parents?”. 
4. Purpose of the Study 
This study pursues two broad objectives: the first is to find the socio-demographic, family and institutional profile 
of mentally disabled adolescents, and the second objective is to examine how socio-demographic variables and 
family background are revealed as determinants of perception of quality of life as evidenced by mentally disabled 
adolescents, as was as their parents/guardians. 
5. Research Methods 
The sample, selected according to of non-probability sampling criteria, consisted of two sub-samples: one 
consisting of a total of 40 mentally disabled adolescents, mostly male (70%) aged between 16 and 23 years 
(M=19.33), from the Portuguese Association of Parents and Friends of the Mentally Retarded; and another, 
consisting of 40 parents/guardians of mentally disabled adolescents, also mostly male (53.8%) with a mean age of 
45.98 years. 
The data collection instrument (children’s version) includes: (i) a demographic questionnaire (which seeks to 
characterise adolescents with mental disabilities with regards to age, gender, place of residence, attendance at school, 
level of schooling, years of internment in an institution for monitoring and religious practice); (ii) the Graffar Index, 
translated and adapted by Martins (2003), which is an instrument for measuring the socioeconomic class of 
belonging, based on social and economic indicators, such as occupation, level of schooling, sources of family 
income, comfort of dwelling and appearance of the neighbourhood where the family lives, to which scores from one 
to five are assigned and then added, allowing the five social classes to be stratified; (iii) the Smilkstein (1978) 
APGAR Family Scale, translated and adapted to the Portuguese population by Agostinho & Rebelo (1988), which 
incorporates five questions that measure the perception that individuals have regarding the functioning of their 
families, as a psychosocial resource (high score) or as a social support deficit and possible stress factor (low score); 
and (iv) the KIDSCREEN-52 (children’s version) translated, adapted and validated by Gaspar and Matos (2008), 
under the European Kidscreen Project. KIDSCREEN-52 allows the quality of life in health concerns to be measured, 
monitored and evaluated, integrating ten dimensions: health and physical activity, feelings, general mood, self-
perception, leisure, family and family environment, economic issues, friends, school and learning environment, 
bullying (Gaspar & Matos, 2008) 
The data collection instrument (parents’ version) includes: A socio-demographic questionnaire (which seeks to 
characterise the parents/guardians of mentally disabled adolescents with regards to age, place of residence, marital 
status and number of children, as well as academic qualifications, profession and religious practice); and 
KINDSCREEN-52 (parents’ version), whose dimensions are similar to the children’s version. 
The study was approved by the Post-Graduate Studies Ethics Committee of the Superior Health School of 
Coimbra. Permission to use the scales was granted by the authors and data collection was authorized by those 
responsible for the institutions involved.  
This study was characterized as non-experimental, quantitative, cross-sectional type of research with descriptive 
correlational characteristics. Data was collected in January and February, 2013. The following were the exclusion 
criteria for adolescents: under 16 and over 25 years of age, having a mental handicap which makes it impossible to 
interpret and consequently respond to questions from the data collection instrument. 
Statistical treatment of the data was performed using the Statistical Package for Social Sciences 21.0 programme 
for Windows (SPSS for Windows). 
 
6. Findings 
Characteristics of the sample of mentally disabled adolescents 
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The age of the mentally disabled adolescents varies between 16 and 23 years, with an average age of 19.33 years. 
Males are younger than females, although the differences were not significant. Most of the adolescents reside in rural 
areas (52.5%), attend school (90.0%), and only have elementary education – 4 years of schooling (37.8%). 21.1% of 
the mentally disabled adolescents is accompanied by support institutions, the majority of whom (80.0%) have had 
this support for more than two years. Only 35.9% stated they followed religious practice; of these all are Catholic, 
with a high degree of belief (76.9%) and practice (76.9%). The study of family functioning reveals that boys and 
girls do not differ, with 74.3% of the subjects belonging to highly functional families, 23.1% to families with 
moderate dysfunction and 2.6% for families with severe dysfunction. Socioeconomic status reveals that 38.5% of the 
adolescents belong to the middle class, 33.3% to the upper-lower class and 12.8% to the upper class (the study by 
gender reveals that boys are more represented in the middle class – 44.4%, and girls are more represented in the 
upper-lower class – 50.0%). On the question: if there was anyone else in the family with a disability, only 20% 
responded affirmatively, with a sibling (87.5%) and the father (12.5%).  
 
Characterization of the parent/guardian sample 
The sample of parents/guardians of mentally disabled adolescents is unbalanced in terms of gender (mostly male, 
53.8%) with a mean age of 45.98 years, ranging from a minimum of 27 and a maximum of 68 years. However, 
analysing age by gender, the average age for females (M =48.50) is higher than males (M=44.86), but the differences 
are not statistically significant. Regarding marital status, 35.9% of parents are “single,” 33.3% are “married or living 
in civil unions” and 30.8% are “divorced” or “widowed.” As for marital status by gender, men are the most 
represented in the “single” group (61.9%), whereas women the most highly represented group is “divorced or 
widowed” (50.0%). With regards to academic qualifications, most parents/guardians (38.5%) have 2nd/3rd  cycles 
[6th and 9th years of schooling, respectively], 20.5% completed secondary education, and only 23.1% holds 
Honours, Masters or Doctorate degrees, with significant differences by gender; men have higher educational 
qualifications than women. As for profession, the sample is equitable with no differences by gender. Moreover, with 
respect to residence, the sample of parents/guardians of young people with mental disabilities is balanced, with the 
majority of respondents residing in urban areas (53.8%) and the remaining 46.2% in rural areas. As for religious 
practice, 61.5% of parents/guardians of mentally disabled adolescents practice a religion, with all being Catholic 
(100.0%) and those who practice to a moderate degree (52.0%). Regarding the total number of children, 30.4% of 
the parents/guardians have only one child, 35.9% of the respondents have two children and 33.7% have three or 
more children. 
 
Perceived quality of life expressed by mentally disabled adolescents versus their parents /guardians, 
 
In summary and by reference to the data on the perception of quality of life expressed by the KIDSCREEN-52 
scores, we may conclude that: 
Sex: boys have a better overall quality of life; however, the differences are not significant (U=125.0; Z=-1.269; 
p=0.204); fathers manifest a better perception of quality of life of their children compared to mothers, but the 
differences are not statistically significant (U=170.5; Z=-0.521; p=0.602); 
Area of residence: mentally disabled adolescents living in the city have a higher quality of life compared to those 
who reside in rural areas (U=185.5; Z=-0.379; p=0.705); parents who reside in rural areas have a better perception of 
quality of life of their mentally disabled children (OM=21.74 vs OM=19.38), (U=176.0; Z=-0.637; p=0.524); 
Age: in the adolescents increased age is associated with a lower quality of life (p<0.05); younger 
parents/guardians attribute a better quality of life to their mentally disabled children (r=-0.502; p<0.001), and age 
accounted for 25.2% of the variance in perception of quality of life; 
Academic qualifications: the adolescents with lower academic qualifications have lower quality of life, 
expressing a mean weight of 13.25, on the other hand, young people who have higher academic qualifications are 
those who manifest higher quality of life, (H=6.943; p=0.074); parents/guardians with Honours, Masters or 
Doctorate degrees have a greater perception of quality of life; however, the differences are not statistically 
significant (H=4.682; p=0.197); 
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Religious Practice: young people who practice religion have a higher quality of life (overall score); however, the 
differences are not significant (U=148.5; U=-0.776; p=0.438); parents/guardians who have religious habits have a 
better perception of quality of life (U=156.5; Z=-679; p=0.497). 
 
In an attempt to understand how the perception expressed by parents/guardians about their children’s quality of 
life converges with the perception of quality of life as evidenced by their children, we used a simple linear regression 
analysis. The results are presented in Table 1. Analysis of the findings found that the perceptions of the 
parents/guardians are always positively associated with quality of life that young people have. Referring to the 
overall score of the quality of life scale, we can infer that the perception that parents/guardians expressed about 
quality of life converges with the perception evidenced by their children/the adolescents themselves (r=0.362; 
p=0.022).  
 
Table 1. Simple linear regression analysis between the observed perception by parents/guardians and their 
mentally disabled children themselves, with reference to the dimensions and overall quality of life score. 
 
HEALTH AND PHYSICAL ACTIVITY – Adolescents r r2(%) p t p 
Perception of parents/guardians about health and physical 
activity of mentally disabled adolescents 0.717 51.4 0.000*** 6.337 0.000*** 
 
FEELINGS – Adolescents r r2(%) p t p 
Perception of parents/guardians about mentally disabled 
adolescents’ feelings 0.673 45.3 0.000*** 5.606 0.000*** 
 
GENERAL MOOD – Adolescents r r2(%) p t p 
Perception of parents/guardians about mentally disabled 
adolescents’ general mood 0.359 12.9 0.023* 2.372 0.023* 
SELF-PERCEPTION – Adolescents r r2(%) p t p 
Perception of parents/guardians about mentally disabled 
adolescents’ self-perception 0.496 24.6 0.001** 3.518 0.001** 
LEISURE – Adolescents r r2(%) p t p 
Perception of parents/guardians about mentally disabled 
adolescents leisure 0.226 5.1 0.161 1.431 0.161 
FAMILY AND FAMILY ENVIRONMENT – Adolescents r r2(%) p t p 
Perception of parents/guardians about mentally disabled 
adolescents’ family and family environment 0.143 2.1 0.377 0.893 0.377 
ECONOMIC ISSUES – Adolescents r r2(%) p t p 
Perception of parents/guardians about mentally disabled 
adolescents’ economic issues 0.105 1.1 0.521 0.648 0.521 
FRIENDS - Adolescents r r2(%) p t p 
Perception of parents/guardians of mentally disabled 
adolescents’ friends 0.074 0.5 0.652 0.455 0.652 
SCHOOL ENVIRONMENT AND LEARNING – Adolescents r r2(%) p t p 
Perception of parents/guardians of mentally disabled 
adolescents’ school environment and learning 0.452 20.4 0.003** 3.126 0.003** 
BULLYING - Adolescents r r2(%) p t p 
Perception of parents/guardians about mentally disabled 
adolescents’ bullying 0.263 6.9 0.102 1.677 0.102 
QUALITY OF LIFE (OVERALL SCORE)  - Adolescents r r2(%) p t p 
Perception of parents/guardians about mentally disabled 
adolescents’ quality of life (overall score) 0.362 13.1 0.022* 2.394 0.022* 
 
Based on the Mann-Whitney test results (Table 2), we found that the mean rankings of the adolescents are higher 
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than the parents’ in all dimensions and the overall score, except in the dimension “Economic Issues.” Moreover, we 
note that the only significant differences found were in the Friends dimension (U=595.0; Z=-1.980; p=0.048), where 
the adolescents manifest a higher quality of life in this dimension compared to the perception evidenced by their 
parents (OM=45.63 vs OM=35.38). Thus, we may infer that the adolescents’ perception is higher than the parents’ 
with regards to quality of life, with statistical significance only in the Friends dimension. 
 
Table 2. Mann Whitney U test between adolescents’ perception of quality of life with respect to parents and adolescents. 
 
 Adolescents Parents Mann Whitney U Mean Ranking Mean Ranking U Z p 
Health and Physical Activity 43.11 37.89 695.5 -1.008 0.313 
Feelings 43.63 37.38 675.0 -1.208 0.227 
General Mood 41.91 39.09 743.5 -0.545 0.586 
Self-perception 44.90 36.10 624.0 -1.705 0.088 
Leisure 41.69 39.31 752.5 -0.459 0.646 
Family and Family Environment 40.92 40.08 783.0 -0.164 0.870 
Economic Issues 39.96 41.04 778.5 -0.209 0.835 
Friends 45.63 35.38 595.0 -1.980 0.048* 
School and Learning Environment 43.41 37.59 683.5 -1.124 0.261 
Bullying 43.76 37.24 669.5 -1.135 0.185 
QUALITY OF LIFE (OVERALL SCORE) 45.25 37.75 690.0 -1.059 0.290 
 
7. Conclusions 
The evidence found in this study leads us to reflect on strategies that will enable us along with the efforts of 
family and guardians to obtain a better understanding facilitating the training and information intervention 
programmes, adjusted to the profile of mentally disabled adolescents to promote of their quality of life. Moreover, 
the results create some challenges for future research. We believe it is necessary to carry out studies to clarify the 
moderating or mediating role of variables that influence the quality of life and identify other predictors of well-being 
and psychological adjustment of mentally disabled adolescents and their families, so as to enable the development 
and planning of interventions that foster a better quality of life, thus contributing to a higher state of physical, mental 
and social well-being for mentally disabled adolescents. Cohesion and family dynamics should also receive 
particular attention. Ribeiro (2007) shows the importance of family functioning and the degree of family cohesion as 
key dimensions of support the family should provide at the emotional, social and assistance level for disabled 
people.  
We further hope that the presented results encourage further research related to this issue by subsidising new 
interventions that address the mentally disabled, as well as their guardians, providing an effective service to these 
issues, which will certainly result in a better quality of life. This is because constructing convergences in 
psychological counseling systems will undoubtedly be a methodology of approach between society and each 
individual’s personal development. It is for this reason worth highlighting the importance of concerted psychological 
counselling and orientation policies within the contexts of the disabilities carried out in an appropriate structure. 
Taking all of this into consideration, we must emphasise the need to promote the construction of projects aimed at 
developing and improving the perception of the quality of life of the mentally disabled and their families, to which 
this study is only a modest contribution towards the understanding of an issue which is not only complex, but also 
whose analysis requires greater amplitude and depth. After all, society’s reaction seems to be a determining factor 
for the entire process of accepting the disabled person. If society accepts the child with his or her disability, the 
family will probably have less difficulty in assuming that same child (Silva, 1988, cited in Grossi, 1999). If this does 
not happen, the stigma often attributed to the child by society is acquired by the parents who feel they are deprived 
of certain opportunities, particularly social opportunities, which are usually denied individual socially recognised as 
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mentally disabled. They may even become separated from social participation when they predict rejection. This in 
no way contributes to the quality of life of any citizen (Omote, 1980, cited in Grossi, 1999). 
To sum up, adapting parents to their child’s mental disability is an ongoing process experienced throughout the 
entire lifecycle and depends on certain variables, such as the degree of disability, the general makeup of the family, 
their economic conditions, how much they value social status, the institutionalisation of the individual and even the 
actual personality of the parents. Nevertheless, even well-adjusted families may go through crises (Grossi, 1999). 
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